Background: The predominant symptoms of inflammatory bowel disease (IBD) are diarrhoea, abdominal pain, gastrointestinal bleeding, weight loss, malnutrition and fatigue. These symptoms can have substantial psychosocial implications and cause sufferers to limit their lifestyles, with consequent impact on quality of life (QoL). Aims: To survey the impact of IBD on peoples' lives as well as opinions of treatment and patientdoctor communication in a large European cohort of patients. Subjects and methods: Seven organisations affiliated with the European Federation of Crohn's and Ulcerative Colitis Associations (EFCCA) distributed questionnaires to 12,200 members between May and August 2005. In total, 5636 responses were received and analysed using descriptive statistics. Results: Of 5576 patients with evaluable responses, 1000 (17.9%) were not currently receiving any treatment, and 3109 (55.8%) were currently receiving anti-inflammatory/5-aminosalicylic acid, 1143 (25.9%) receiving immunomodulators, and 1076 (19.3%) receiving steroids (biologics constituted 4%; however, at the time of this survey they were not approved for use in treating patients with UC). Three quarters were either very (n = 2233, 40.0%) or somewhat (n = 2010, 36.0%) satisfied with the results obtained from their current treatment medication. If given a choice, 4819 (86.4%) said they would rather try a new type of drug therapy than undergo surgery. However, only 2182 (39.1%) reported that their doctor talked to them about newly developed treatments. Three quarters (75.6%, n = 4213) reported that symptoms affect their ability to enjoy leisure activities, while over two thirds (68.9%, n = 3841) felt symptoms affected their ability to perform at work. However, nearly half (n = 2666, 47.8%) reported that their doctor does not ask about the impact of symptoms on their QoL. For those patients who received immunomodulators, 72.7% reported QoL improvements (1462/2012) while 72.8% reported QoL improvements with KEYWORDS Inflammatory bowel disease;
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Introduction
Inflammatory bowel disease (IBD) is characterised by chronic, relapsing inflammation of the intestinal mucosa 1, 2 and an inability to down-regulate the inflammatory immune response once activated. 1 IBD encompasses ulcerative colitis (UC), Crohn's disease (CD) and 'indeterminate colitis,' which is not clearly diagnosed as UC or CD. 1, 3 The peak age of onset of IBD is 15 to 30 years, with a second smaller peak occurring between 50 and 70 years of age. 1, 4 While genetic factors are thought to play a role in the development of UC and CD, environmental triggers may account for the geographical distribution of IBDit is most prevalent in northern developed regions, e.g., the US, UK and Scandinavia. 1, 4, 5 The predominant symptoms of IBD are diarrhoea, abdominal pain, gastrointestinal bleeding, weight loss, malnutrition and fatigue which can substantially impact a patient's quality of life (QoL), largely due to the psychosocial impact of symptoms. [6] [7] [8] A survey of IBD outpatients found that concerns about loss of bowel control, producing unpleasant odours, achieving their full potential in the workplace, feeling dirty or smelly, and issues with sexual relationships, ranked highly for both UC and CD. 9 Both UC and CD can be characterised as following a course of exacerbations followed by periods of remission; between 25% and 50% of patients will relapse within a year. 7, 8, [10] [11] [12] In mild disease, 5-aminosalicylate-based compounds (5-ASAs) are often used first line, and agent selection is based on disease location. 3 Corticosteroids are effective in inducing remission in both UC and CD; however, their use is restricted in the long term due to side effects and/or dependency. 3 Although corticosteroids (prednisolone 1 mg/kg for 7 weeks, n = 131) have been shown to induce clinical remission in 92% of patients with CD, only 29% of these patients achieved endoscopic remission. 13 Immunosuppressive agents such as azathioprine and 6mercaptopurine have shown efficacy in maintaining remission and are used as steroid-sparing agents. 3, 14, 15 Many patients undergo surgery if steroids and immunosuppressive agents do not provide sufficient symptom control. In patients failing conventional therapy, biologic therapy with the tumour necrosis factor-alpha (TNFα) inhibitor infliximab, has provided a treatment that enables mucosal healing and disease remission in both UC and CD. The TNFα inhibitors work by rapidly controlling the inflammation driven by TNFα and are being explored for treating early disease. 16, [7] [8] [9] [10] [11] [12] [13] [14] [15] [16] [17] [18] [19] [20] The European Federation of Crohn's and Ulcerative Colitis Associations (EFCCA) was established in 1993 and aims to improve the well-being of patients with IBD and their partners and families. EFCCA membership now includes 22 European national Crohn's and colitis patient associations. An important part of the mission of EFCCA is to campaign for improvement in the QoL and quality of care for those with IBD (www.efcca.org). In order to understand the patient experience of IBD (symptoms, treatments, QoL and patientdoctor communication), EFCCA invited affiliated organisations to participate in a survey of their members. The objectives of this survey were to obtain information about personal experiences of patients with IBD, including the presence of painful and sometimes embarrassing symptoms, the impact of symptom flare-ups on patients' QoL, to determine how many felt need for effective treatment and the need for patient-physician dialogue about the impact of symptom flare-ups on QoL and need for effective treatments that offer long-term relief. The results of this largest European survey of patients with IBD are presented here.
Methods
European national IBD patient organisations affiliated with the EFCCA were invited to participate in a survey of their members. Seven organisations participated, representing Denmark, Italy, the Netherlands, Spain, Switzerland, the UK and Portugal. Between May and August 2005, survey questionnaires were distributed to 12,200 members of these organisations. A total of 5636 postal responses (46%) were tabulated and analysed by the FFG (Facts & Figures Group) , an independent opinion research institute based in Germany who handled the data collection.
Survey questions were devised by EFCCA and concerned the patients, their history of IBD, treatments and the impact of their disease on QoL. In an effort to encourage a good response, the questions were simple to understand and restricted in number (30 total) (see Appendix A). The survey was translated from English into Danish, Flemish, French, German, Italian, Portuguese and Spanish via Mastermedia, Germany, who also dealt with the logistics. The accuracy of the translation was confirmed by the participating patient organisations before being distributed to members in the appropriate language with a cover letter from one of the authors, Rod Mitchell of EFCCA, also appropriately translated, and in some cases an additional supportive letter from the respective organisation.
Descriptive statistics were used to analyse the responses with sub-analyses of those with CD and UC also performed. Data were expressed as absolute number of respondents and percentage of total, or mean ± standard deviation, where appropriate. No further statistical analysis was performed.
Results

Demographics
A total of 5636 surveys were returned in time to enter the analysis, with 5576 patients fulfilling the questionnaire requirements. Of those patients providing a definitive diagnosis of UC or CD (n = 5358), 3025 (56.5%) stated that they had been diagnosed with CD only and 2333 (43.5%) with steroids (2622/3601). 75% of patients with CD who received biologic therapy (6% of responders) stated that their QoL improved following biologic therapy. Conclusions: IBD symptoms have a substantial impact on patients' lives, and QoL as well as new treatments should be an important feature of patient-physician discussions. The survey results may point to areas where support of IBD patients might be improved. © 2007 European Crohn's and Colitis Organisation. Published by Elsevier B.V. All rights reserved. UC only. Another 204 patients (n = 5576, 3.7%) stated that they had been diagnosed with both CD and UC, while 60/5636 (1.1%) did not complete any questions beyond stating age, gender and country and therefore were eliminated from further analysis ( Figs. 1-3 ). Respondents who stated both CD and UC diagnoses (n = 204) were included in the total analysis but excluded from CD and UC subgroup analyses due to a possible lack of definitive diagnosis. In addition, 14 patients did not complete questions 4 and 5 pertaining to the status of their diagnosis but did continue to complete the questionnaire beyond this point. Their responses are included in the analysis since they indicated some level of suffering from their illness which was the intent of the survey.
The majority of respondents were female (n = 3206/5636, 56.9%) in both CD (n = 1806/3025, 59.7%) and UC (n = 1252/ 2333, 53.7%) subgroups. The peak age group for respondents with a diagnosis of CD was 30 to 39 years, while for UC it was 40 to 49 years. Interestingly, the UK was the only country to demonstrate a greater proportion of respondents diagnosed with UC (n = 281/580, 48.4%) than CD (n = 264/580, 45.5%). Otherwise, there was no obvious pattern of difference between countries with regard to the results observed (Table 1 ).
Diagnosis and Setting of Care
The majority of respondents stated that it had been more than 5 years since they were first diagnosed (n = 4176/5576, 74.9%), with similar proportions in both CD (n = 2262/3025, 74.8%) and UC (n = 1753/2333, 75.1%) subgroups. About three quarters of respondents were diagnosed by a gastroentero- logist (n = 4144/5576, 74.3%), although the proportion of UC respondents (n = 1836/2333, 78.7%) was higher than the proportion of CD respondents (n = 2143/3025, 70.8%). The vast majority of patients reported being treated currently by a gastroenterologist (n = 4855/5576, 87.1%; CD: n = 2638/3025, 87.2%; UC: n = 2022/2333, 86.7%) while only about a quarter reported some involvement of their family physician (1434/ 5576, 25.7%; CD: n = 783/3025, 25.9%; UC: n = 596/2333, 25.5%).
When the respondents being treated by a gastroenterologist were asked how many years they experienced symptoms before seeing a gastroenterologist, a slight majority had seen a gastroenterologist within a year (n = 2546/4855, 52.4%; CD: n = 1231/2638, 46.7%; UC: n = 1222/2022, 60.4%; Fig. 4 ). However, a substantial proportion of respondents (n = 1036/4855, 21.3%; CD: n = 635/2638, 24.1%; UC: n = 351/ 2022, 17.4%) experienced symptoms for more than 5 years before seeing a gastroenterologist.
Symptoms and QoL
The proportions of respondents experiencing different symptoms of UC or CD are shown in Fig. 5 . The proportion of CD respondents reporting fistulas was much greater than those with UC. Conversely, rectal bleeding was more common in UC respondents. The most common symptoms reported among CD respondents were persistent or recurrent diarrhoea, fatigue, weight loss and painful stomach cramps. In UC respondents, the most common reported symptoms were rectal bleeding, persistent or recurrent diarrhoea and fatigue. Survey results with regard to symptom flare-ups, the ability to enjoy leisure activities, the ability to perform at work, and the necessity to change jobs or altered responsibilities as a result of symptoms are provided in Table 2 .
Family and Inflammatory Disease Associations
More than 1 in 10 respondents (n = 660/5576, 11.8%) reported that a close family member (e.g., parent and/or sibling) had also been diagnosed with either CD or UC, and proportions were similar for respondents with a diagnosis of CD (n = 379/ 3025, 12.5%) and UC (n = 252/2333, 10.8%). The prevalence of other immune-mediated inflammatory disorders among respondents is reported in Fig. 6 , and it is noticeable that comorbid conditions are more prevalent in CD respondents than in those with UC, albeit only slightly. Furthermore, over half of all respondents (n = 3293/5576, 59.1%) reported experiencing joint pain as a symptom, again slightly more frequently in CD respondents (n = 1905/3025, 63.0%) than UC respondents (n = 1242/2333, 53.2%) (chi-squared = 51.5; p b 0.0001).
Treatment
Of the 5576 respondents, 1000 (17.9%) stated they were not currently receiving any treatment (CD: n = 572/3025, 18.9%; UC: n = 385/2333, 16.5%). The proportions of patients receiving different forms of treatment are listed in Tables 3 
Treatment Impact
When respondents receiving biologic therapy, immunomodulators or steroids were asked to rate the impact on their QoL in the months following treatment, the majority stated that it improved (biologic: n = 288/387, 74.4%; immunomodulators: n = 1462/2012, 72.7%; steroids: n = 2622/3601, 72.8%; Fig. 7 ). Three quarters of respondents were either very (n = 2233/5576. 40.0%) or somewhat (n = 2010/5576, 36.0%) satisfied with the results obtained from their current treatment medication. With regard to biologics, considered a newer class of therapy for CD and UC for the purposes of this survey, patients with CD (6% received biologic) had a higher reported improvement in QoL than those patients with UC (1.2% received biologic); 75% of those patients with CD stated that Figure 4 Distribution of responses to the question 'How many years did you experience symptoms before seeing a gastroenterologist?' their QoL improved following biologic therapy (versus 59% with UC). At the time of this survey, infliximab was the only approved biologic for CD. Therefore, the only data available indicated that 77% of surveyed patients with CD and treated with infliximab reported that their symptoms improved after treatment.
The survey did not inquire about the effect of 5-ASA therapies often combined with the other therapies.
When asked whether they had undergone surgery to treat their UC or CD, 1740/3025 (57.5%) of CD respondents answered 'yes' compared with only 321/2333 (13.8%) of UC respondents. When asked how they would rate their QoL following surgery, 87% (n = 1869/2147) stated it was greatly (CD: n = 1087/1740, 62.5%; UC: n = 214/321, 66.7%) or somewhat (CD: n = 427/1740, 24.5%; UC: n = 67/321, 20.9%) improved. However, 1397/2147 (65.1%) reported experiencing a recurrence of symptoms after surgery (CD: n = 1206/ 1740, 69.3%; UC: n = 137/321, 42.7%). Furthermore, over a quarter (n = 583/2147, 27.2%) reported experiencing serious complications after surgery (CD: n = 449/1740, 25.8%; UC: n = 102/321, 31.8%).
The entire respondent population was asked 'If faced with the need to undergo surgery for UC or CD, would you be willing to try a new type of drug therapy as an alternative?' A total of 4819/5576 (86.4%) said 'yes,' including 2620/3025 (86.6%) of CD respondents and 2020/2333 (86.6%) of UC respondents. However, only 2182/5576 (39.1%) of respondents reported that their doctor talked to them about newly developed treatments for CD or UC (CD: n = 1371/3025, 45.3%; UC: n = 740/2333, 31.7%).
Doctor-Patient Communication
Nearly half of the respondents (n = 2666/5576, 47.8%) reported that their doctor does not ask about the impact of symptoms on their QoL; a similar proportion (n = 2668/5576, 47.8%) reported that their doctor did. In CD respondents, 52.1% (n = 1577/3025) reported being asked about QoL, while 43.8% (n = 1326/3025) reported that they were not; in UC respondents, only 42.2% (n = 985/2333) were asked while 53.3% (n = 1243/2333) were not.
However, a majority of respondents (n = 3119/5576, 55.9%) are prepared to initiate discussion about the impact of symptoms on QoL with their doctor. Indeed, 58.9% (n = 1783/3025) of CD respondents and 51.7% (n = 1205/ 2333) of UC respondents report having done so. Encouragingly, respondents report that once their doctor is aware of QoL issues, 79.6% (n = 2125/2668) will take action (e.g., change treatment) to address the impact of symptoms. Action to lessen the impact of symptoms on QoL was slightly Figure 6 Prevalence of additional immune-mediated inflammatory disorders among respondents. 
Discussion
Large-scale patient surveys such as this provide useful data to compare with clinical study data and epidemiological studies with a unique patient perspective. The numbers of respondents reporting comorbid conditions were higher than might be expected from published general population prevalences: rheumatoid arthritis was 15 times more common, ankylosing spondylitis 20 to 40 times more prevalent and psoriasis occurrence more than 10 times greater in the population surveyed than in the general population. 21 While these diagnoses are self-reported and have not been confirmed, this finding adds weight to the hypothesis that these conditions represent a common inflammatory mechanism affecting different bodily systems/organs. Furthermore, addressing the underlying inflammatory mechanism, rather than just symptoms, is likely to provide additional benefits to patients with comorbidities such as psoriatic arthritis which is a common comorbid condition in patients with inflammatory diseases like IBD.
Self-reported treatment regimens suggest that a high proportion of patients with CD are receiving anti-inflammatory drugs including 5-ASA (48%); however, the recently published European Crohn's and Colitis Organisation (ECCO) Consensus on the Management of Crohn's Disease suggests a very limited role for 5-ASA in CD. They state that '5-ASA should be considered clinically no more effective than placebo for active ileal or colonic CD'. 18 Encouragingly, however, it appears that the majority of patients who received 'stepped up' therapy reported improvement of QoL in the following months, including over 50% (n = 163/ 320) of CD patients who received the relatively new biologic therapy reporting that their QoL was greatly improved and a further 26.3% (n = 84/320) somewhat improved. These data may also encourage the use of the 'top down' approach (the utilisation of more aggressive therapy at an early stage of the disease) in certain patient populations who may be predisposed to a more progressive disease state and potentially debilitating comorbid conditions that has been confirmed both clinically and biologically with the use of biomarkers for rapidly progressing disease. 18, 20 A high level of symptoms was reported with 69% reporting symptom flare-ups at least every few months. Yet, over three quarters (76.0%) of respondents reported that they were satisfied with the results obtained from their current medication, despite a similar proportion (75.6%) reporting that symptoms affect their ability to enjoy leisure activities. This suggests that many patients expect to adapt their lifestyles to allow for IBD. Furthermore, it suggests that patients may have low expectations of treatment for their condition. In this population, as in many clinical studies, patients had symptoms for a significant period of time.
Over half of respondents with CD (57.5%) had undergone surgical treatment. Although most of these respondents (87%) reported that their QoL improved following surgery, 69.3% experienced a recurrence of symptoms and 25.8% experienced serious complications. These complications include abdominal discomfort and pain, pelvic sepsis, hemorrhage and intestinal obstruction. In patients with UC, the median postoperative bowel frequency is five stools per day and one at night and at least 10% of patients need one or more additional surgical procedures for treatment of complications. 22 In addition, a 38.1% infertility rate has been reported for women with pelvic pouch surgery. 23 In addition, pouchitis can occur in 45% of patients 24 and seepage occurs in over 30% of patients. 25 With regard to CD, upwards of 50% of patients who underwent an initial surgery required additional surgeries. 26 Therefore, recent advances in medical management indicate that the use of surgery as a means of relieving symptoms should be positioned only after available medical options have been exhausted. 18 It is therefore interesting that over 86% of respondents would prefer to try a new drug therapy rather than undergo surgery. As, historically, surgery was considered inevitable in CD patients, this response may surprise some; however, it clearly establishes that the majority of CD patients wish to avoid surgery and its associated risks and complications, if possible. 18 According to this survey, discussion of disease-related issues impacting patient QoL is more likely to be initiated by the patient than their treating doctor. Intriguingly, QoL was less likely to be discussed, by either party, if UC was diagnosed rather than CD. The lack of discussion about QoL could reflect a general acceptance by both patients and physicians that IBD will inevitably negatively impact patients' lives. More encouraging is the suggestion that once physicians are aware of the impact of symptoms on a patient's QoL, the majority will take some action to address this.
It should be noted that the methods used in this survey create an inherent selection bias. First, as members of patient self-help organisations were approached, it is likely that they are aware of the issues associated with IBD and wish to generate more awareness of QoL issues. Second, those who chose to complete and return the survey may also experience a greater impact of symptoms on their everyday lives than those who did not respond. However, as nearly a fifth of respondents reported that they were not currently receiving any treatment for IBD, this suggests that patients with milder symptoms were also represented in this sample. In addition, due to the number of responses (46% of surveys completed and returned), it can be concluded that a substantial proportion of the IBD community in the participant countries was represented. Therefore, even if the respondents represent a group with more severe symptoms/QoL impact, this group of patients is still sizeable and their views need to be considered. It cannot be determined from this survey whether non-responders were similar in demographic and disease characteristics to those who responded.
The responses to this survey suggest that QoL is not occupying a central role when the care of patients with UC or CD is considered. It has been proposed that the two most significant interventions to dramatically improve QoL and patient-physician relationships are proper patient education and appropriate treatment of concurrent depression and anxiety. 8 The goals of treatment should include the control of inflammation, mucosal healing and long-term remission. Physicians should also inquire as to the impact of IBD symptoms on patients' lives and discuss newer treatment options with them. In all dealings with IBD patients, physicians should remain aware of, and sensitive to, the detrimental effects of symptoms on patients' lives and seek to improve QoL using all the tools at their disposal. 
